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ABSTRACT
Currently there is no cure for HIV/AIDS. The only way to deter progression
of this disease is through regular prophylactic and curative treatment regimens. Thus,
it is critical that patients are compliant with their outpatient medical appointments.
Despite this, high rates of noncompliance have been reported among patients with
HIV/AIDS. In addition, little attention has been directed toward establishing causal
factors of this noncompliance. The present study represents one of the first efforts to
elucidate psychosocial, illness, and demographic factors associated with compliance
with outpatient, HIV-specific treatments. The results of this study indicate
noncompliance with medical appointments is a significant problem. One in five
patients dropped out of the clinic before completing their intake assessment and 35%
of scheduled medical appointments were not attended. Patients with lower levels of
social support and males were more likely to drop out of the clinic system before
seeing a physician. Additionally, CD4 counts at clinic intake, heterosexual
orientation, African-American race, and female gender were significantly associated
with non-attendance of scheduled appointments during the year following patients’
clinic intake, with CD4 counts and heterosexual orientation accounting for the greatest
amount of variance in patients’ nonattendance. Although emotional distress was not
associated with clinic attendance, significantly elevated levels of anxiety and
depression were found. Practical implications of these findings are discussed.

vi
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INTRODUCTION
Human Immunodeficiency Virus (HTV) infection is a devastating illness. It’s
progressive deterioration of immune integrity makes it among the most urgent of all
chronic illnesses. To date, HTV infection/acquired immunodeficiency syndrome
(AIDS) is the third leading cause of death among adults ages 25-44 and the sixth
leading cause of death among youths ages 15-24 (Center for Disease Control [CDC],
1993). One in every 250 persons in the United States is infected with HTV (CDC,
1993) and it is estimated that by the year 2000 over 30 million persons will be
infected worldwide (Mann, Tarantola, & Netter, 1992; World Health Organization,
1992).
There is no cure for HTV/AIDS, but proper medical management can increase
the quality and quantity of patients’ lives, particulary when the illness is detected and
treated early.

Patients’ health, however, can be compromised by a lack of

compliance with medical regimens. Medical noncompliance is a common and serious
problem among the chronically ill (Epstein & Cluss, 1982; German, 1988). It
compromises the benefits of health care (German, 1988), leads to poorer health, and
can increase the need for costly medical procedures. Despite this, there has been
little research to date addressing the issue of noncompliance in those with HIV.
Research is needed at this time to examine the incidence of this problem and to begin
identifying factors associated with noncompliance among those infected with HIV.
Such information would increase our general knowledge of infected patients

1
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and their medical compliance and suggest possible avenues for intervention which
could, in turn, increase the quality and quantity of the lives of these individuals.
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COMPLIANCE
Compliance is a broad term. Stated simply it refers to the extent to which a
person’s behavior coincides with medical or health advice (Haynes, 1979). Both this
definition and the term "compliance" are controversial, however. Alternative terms
such as "adherence" and "therapeutic alliance" have also been suggested. It is argued
that these terms are preferable since they denote a more collaborative, interactional
relationship between the patient and physician (Gerber, 1986). Nevertheless,
compliance is still the most commonly used term in the literature. It is beyond the
scope of this review to debate the value of these terms. In this discussion the term
compliance will be used.
Noncompliance with medical advice poses a serious problem in the provision
of medical services. At least one third of subjects in most studies fail to follow
physicians’ advice (Becker, 1979). Only about one half of subjects are compliant
when interventions are preventative and/or when the treatment is long term (Podell,
1975; Rosenstock, 1975). In addition, over 60% of patients in low-income clinic
populations are reportedly noncompliant (Becker, Drachman, & Kirscht, 1975;
Bergman & Werner, 1963). Estimates as high as 50% have been reported for
noncompliance with prescribed medications; and rates of 20-50% are reported for
noncompliance with appointments (Becker, 1985; Sackett & Snow, 1979). Drop-out
rates from treatment are estimated as high as 50% in some cases (Caldwell, Cobb, &
Dowling, 1971). Although these statistics are subject to vary depending on the
operational definition of compliance used (e.g., keeping scheduled appointments,

3
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adherence to medications, lifestyle changes) and the population studied, it is well
established that noncompliance is a significant problem with medical patients.
Empirical studies demonstrate that noncompliance affects individuals of all ages,
social classes, and ethnic groups. It is common among patients who are
asymptomatic as well as the seriously ill (DiMatteo & DiNicola, 1982).
Noncompliance is harmful in a number of ways. It disrupts or negates the
potential benefits of the curative services being offered. It may necessitate further
diagnostic and treatment procedures for the patient; and it makes it impossible for the
physician to accurately evaluate the quality of the patients’ care (German, 1988).
Additionally, noncompliance threatens the accuracy of clinical research efforts
(DiMatteo & DiNicola, 1982) and can result in greater health care costs to the patient
and/or the health care system. It is estimated that up to one in ten hospital and one
in four nursing home admissions occur as a direct result of noncompliance to
prescribed medical regimens (Blackwell, 1992).
Assessment Issues
Compliance can be operationally defined in several ways (Dunbar, 1979). An
index of compliance can be determined based on scores rating several areas of the
patients’ behavior (e.g., medications taken, appointments kept, dietary compliance).
Patients may also be categorized as good or poor compliers based on predetermined
inclusion criteria (e.g., took at least 80% of medication). Finally, a percentage or
ratio indicating the degree to which a regimen is followed can be generated. This
approach requires knowledge such as the total number of appointments kept out of
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the number made, and the number of pills taken out of the total number prescribed
for a given time period. This definition is the most informative and is more useful
than the others in terms of designing later intervention studies (Dunbar, 1979).
A number of specific strategies may be employed to quantify compliance.
Biological measures are often used to assess compliance with drugs or dietary
regimens. One must be cautious when interpreting these measures, however, as
individuals vary in their absorption rates and metabolism of drugs. Thus, a failure to
find biological indicators may reflect noncompliance or a metabolic problem.
Biological measures are also problematic in that they can only tell whether or not an
individual has taken a drug, not the degree to which one was compliant with its
prescribed administration (Dunbar, 1979).
A second method for assessing compliance is to rely on physician’s ratings.
Unfortunately, this method has not proven to be reliable compared to other measures
as physicians tend to overestimate patient compliance. In some cases physicians even
report relying on the patients’ self-reports to rate their compliance (Dunbar, 1979).
It is generally accepted that patient report is not an accurate assessment
strategy either. Patients typically report following their practioner’s advice even
when they do not. This was nicely demonstrated in one of the earliest studies of
compliance (Feinstein, Wood, Epstein, Taranta, Simpson, & Tursky, 1959). Over
100 mothers of children receiving penicillin prophylaxis were interviewed about their
medication compliance and rated as either "good", "questionable", or "poor"
compilers. Compliance was also measured objectively by the physicians through pill
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counts. Using the pill counts 55% of the mothers were classified as good compliers
and 35% were classified as questionable compliers. Interview-based ratings,
however, classified 73% of the mothers as good compliers and only 19% as
questionable. Relying on the subjective self-report of patients resulted in an
overestimation of patient compliance. Similar findings have been documented in a
number of studies (e.g., Rickels & Briscoe, 1970; Sheiner et al., 1974). Patients may
lie to present themselves in a more favorable light or just honestly forget and
overestimate their behavior. Another problem with relying on patients’ self-reports is
reactivity. Patients may change their behavior in response to being studied.
Although this may be a positive outcome from the physician’s point of view, it is a
serious confound to compliance research. Thus, patients’ self-reports are not an
optimal assessment strategy.
A final assessment strategy relies on the ratio of compliant to total prescribed
behavior for a medical regimen (Dunbar, 1979). This includes measures such as pill
counts, meal counts, and clinic attendance.

This type of assessment strategy is

advantageous in that it allows a quantitative assessment of the degree of compliance,
is more accurate than physician or patient reports, is simple, and inexpensive.
In sum, the most advantageous measure of patient compliance is a
percentage or ratio of actual behavior compared to prescribed behavior. This
information should be collected objectively rather than based on physician or patient
report. The specific type of assessment chosen (e.g., clinic attendance, pill counts)
depends on the aspect of compliance that one is interested in and the population
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being studied. For example, pill counts would not be a reasonable measure of
compliance if one were studying a medical population where a significant proportion
of the sample did not take medications or where individuals took a wide variety of
medications for different purposes.
In populations requiring a wide range of medical care which may vary greatly
from person to person depending on their disease status, a more appropriate index of
compliance would seem to be adherence to scheduled appointments. All chronically
ill patients, regardless of their illness severity, will require medical appointments.
Furthermore, if these appointments are not attended then patients may not be able to
receive other medical care. Therefore, appointment keeping is in some ways the
most important index of compliance since without it the opportunity for any further
treatment is limited. Despite this, relatively few studies can be found which have
specifically addressed compliance to scheduled outpatient appointments. One
explanation for this may be the extensive time period required to allow an adequate
sample of scheduled appointments. Additionally, it is difficult to track medical
adherence since patients may seek services from a number of providers. In order to
accurately track appointment adherence, one would have to have access to the records
of all the medical providers a patient was seeing. Otherwise, the patient would have
to be limited to seeking most/all treatment services from a central physician or clinic.
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Factors Affecting Compliance
Hundreds of articles have been written on compliance in the last few decades.
Because of the many negative consequences of noncompliance and the high incidence
of this problem, the majority of these studies have tried to determine predictors of
noncompliant behavior. Unfortunately, elucidating such predictors is not simple. In
fact, a review of this literature can be quite confusing. Compliance is a very general
term. As discussed above, it has been defined in a number of ways.

Likewise,

there has been a great deal of diversity in the type of predictor variables studied.
Because of this diversity, it is impossible to draw any firm conclusions about what
predicts compliance/ noncompliance. There does not appear to be a stereotypical
profile of the noncompliant patient. The relative significance of the predictors varies
depending on the medical population of interest and/or the definition of compliance
used. For example, demographic factors have been inconsistently related to
compliance, but with some diseases education and social class have been found to be
important determinants of medical compliance (Tagliacozzo & Ima, 1970). Other
factors which have drawn attention include treatment characteristics, the physicianpatient relationship, patient distress (anxiety and depression), and social support
Several characteristics of the therapeutic regimen may affect compliance.
Patients are less likely to adhere to complex interventions (Agras, 1989) or treatment
with multiple medications (Blackwell, 1992). Noncompliance increases with
longterm regimens (Agras, 1989; Richardson, 1986).

Complex interventions may

require too much behavior change from the patient Longterm regimens may cause
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the patient to become bored and discontinue adherence. Similarly, if patients do not
see improvements in their health, or if they are asymptomatic, they may be less
motivated to comply with their treatment regimen. Finally, when the treatment
results in negative side-effects patients are less likely to be compliant (Agras, 1989;
Blackwell, 1992). For these reasons, chronically ill patients who must adhere to long
term medical regimens are at particular risk for medical noncompliance.
Another important factor in whether or not patients are compliant with
medical advice is their relationship with their physician. Health care professionals
who provide consistent care within the context of a caring relationship elicit higher
rates of compliance (Gerber, 1986). Perhaps these individuals foster greater rapport
and trust with their patients, which in turn enhances compliance to the physicians’
recommendations.

Caring professionals may also provide better information to the

patient. This is important since knowledge of one’s medical regimen can increase
patient compliance (Kirscht & Rosenstock, 1979).

Finally, physicians who are able

to accurately perceive others’ emotions through nonverbal communication have been
found to have greater compliance to their scheduled clinic appointments (DiMatteo,
Hays, & Prince, 1986).

So how the physician interacts with the patient, both

verbally and nonverbally, can influence the patient’s future compliance.
Recently there has been an increased interest in the complex interactions
between affective disturbance and physical disorders. Elevated rates of mood and
anxiety disorders have been found among medical patients as compared to rates
among the general population. As many as 41% of chronically ill patients evidence
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recent or concurrent psychiatric disorders (Katon & Sullivan, 1990). Cohen and
Rodriguez (1995) propose that the link between affective disturbance (clinical and
subclinical levels of state and trait depression and anxiety) and physical health is, in
part, mediated by the negative consequences that affective disturbance has on medical
adherence and health care utilization. That is, emotional distress may promote poorer
health behaviors and medical noncompliance, thereby resulting in increased illness.
Support for the contention that affective distress is associated with patient compliance
can be found in a number of empirical studies. For example, Carney, Freedland,
Eisen, Rich, and Jaffe (1995) examined the effect of depression on compliance to a
daily regimen of aspirin in elderly patients with coronary artery disease. The results
of this study demonstrated that patients who were clinically depressed were compliant
only 45% of the three week study period, as opposed to nondepressed patients who
were compliant 69% of the time (p < .02). Although the authors were unable to
explain why depression was associated with poorer compliance, they note that this
difference cannot be attributed to cognitive deficits, as cognitively impaired patients
were screened out of the study. The authors hypothesized that other factors such as
social support and functional impairment may account for this relation.
Tracy, Green, and McCleary (1987) also found an inverse relation between
patients’ depression level and their compliance. In this study elevated Beck
Depression Inventory scores at intake were associated with consistently poor
compliance to diet, fluid, and medication in a sample of hemodialysis patients.
However, in separate study of fluid compliance, Schneider, Friend, Whitaker, and
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Wadhwa (1991) failed to find a relation between patients’ emotional state and their
compliance. Although, they did find that patients high in negative emotions reported
more symptomatology. Thus, it is possible that if they were exam ining another
aspect of compliance such as treatment attendance, their findings may have been
different. If depressed patients experienced more somatic symptomatology, then they
may have been more likely to attend their dialysis appointments, regardless of
whether or not they were eating properly and taking their medications between
dialysis sessions.
Ayeres, Hoon, Franzoni, Matheny, Cotanch, and Takayanagi (1994) also
found depression and anxiety to be significantly associated with treatment
compliance, but in the opposite direction of some of these other studies. Here
patients were characterized as either "compliant" or "noncompliant" based on their
attendance of chemotherapy appointments. Patients rated as compliant (attending at
least 85% of scheduled appointments) were actually more likely to be anxious and
depressed than noncompliant patients. Since patients’ moods were assessed before
treatment began, the authors contend that this study supports that mood can be
predictive of future treatment adherence. The descrepancy between this study’s
findings and the other studies’ might be the use of appointment attendance as
opposed to medication adherence. As discussed above, it is possible that patients
who were more emotionally distressed by their illness were more motivated to seek
treatment. In part this increased motivation may be due to increased (or a heightened
perception o f ) somatic symptomatology. Unfortunately, this hypothesis cannot be
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addressed based on the information available in this study. It is generally accepted,
however, that increased distress is associated with somatic symptomatology, and
increased somatic symptomatology results in increased medical utilization (e.g.,
Barsky, Wyshak, & Klerman, 1986).
As these studies illustrate, there does appear to be a relation between mood
and treatment compliance; however, this association may vary depending on the type
of compliance being investigated.

Whereas emotional distress may interfere with

compliance with dietary and medication regimens, it may actually increase
compliance to scheduled appointments. This difference may be explained by Ley and
Spelman’s (1965) finding that patients experiencing extremely high levels of anxiety
were less likely to be compliant with medical advice because they remembered less
of what their physicians told them. Attendance of scheduled appointments does not
rely as heavily on one’s memory of specific medical instructions, but it may be
dependent on patient’s emotional distress at the time of the appointment. Patients
who are distressed may experience more somatic symptoms (or be more somatically
focused). In this case, they may be more likely to feel a need to see their doctor
and, therefore, attend their appointment. More research investigating the role
affective disturbance in medical compliance is needed before these issues can be
resolved.
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Social support appears to be another important determinant of medical
compliance. Individuals with poor support systems are less compliant than those
with good social support (Agras, 1989). This findings holds true for appointment
keeping, medication adherence, and lifestyle changes (German, 1988) and has been
demonstrated across medical populations. Boyer, Friend, Chlouverakis, and
Kaloyanides (1990) found social support to be significantly associated with dietary
regimen compliance as indexed by biochemical assays in hemodialysis patients.
Caplan et al. (1980) found adherence to an anti-hypertensive regimen was associated
with the amount of affective support provided by significant others in the patients’
lives. Kulik and Mahler (1993) followed male cardiac patients for one, four, and 13
months after coronary artery bypass surgery. Higher levels of emotional support
from their spouses was significantly and independently predictive of better emotional
status (lower anxiety and depression), perceived quality of life, and compliance to
lifestyle changes (e.g., ambulating and not smoking). Adolescents with insulin
dependent diabetes mellitis demonstrate better control of their diabetes if their
families are supportive (Anderson, Miller, Auslander, & Santiago, 1981). Finally,
social support has been found to be a determinant of medical compliance (as
measured by pill-count ratios and percentage of kept appointments) in hypertensive
patients receiving treatment through a health maintenance organization (Stanton,
1987).
Though this is certainly not an exhaustive review of social support in patient
compliance, these examples demonstrate the importance of this factor. This
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association is not suprising. Having individuals one can depend on for tangible
forms of support such as financial assistance or rides to the doctor’s office intuitively
make sense as contributors to compliance. Likewise, having significant others who
care for you and provide emotional support may increase your motivation to care for
yourself. Patients may also be prompted to stay well for the sake of their friends and
family. Or as Cohen and Rodriguez (1995) suggest, social pressures from one’s
network may prompt individuals to seek use of health services in the face of somatic
symptomatology.
Therefore, there does appear to be a relation between social support and
medical compliance. This relation is especially important when evaluating
determinants of compliance among chronically ill patients. Patients who have a
chronic disease require more support and are at greater risk of straining or
deteriorating their social networks (e.g., Schulz & Williamson, 1991). When patients
are physically ill, it is also more difficult for them to participate in the social
interactions necessary to maintain their social ties (e.g., Burman & Margolin, 1992).
When chronic illness results in decreased social support from one’s environment, then
an individual may be less likely to receive the intrinsic and extrinsic motivation
necessary to promote medical adherence. Similarly, decreased social contacts place
one at higher risk of affective disturbance, which, in turn, may have negative
consequences on their treatment compliance. Thus, the relation between social
support and medical compliance is especially pertinent in a chronically ill population.
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In summary, noncompliance is a serious health problem which is particularly
common among the chronically ill. Despite the plethora of research in this area,
there are no concrete predictors of noncompliant behavior. The contribution of
factors must be evaluated within the context of one’s definition of compliance and
the medical population studied. Although percentage of prescribed behavior to actual
behavior is judged to be one of the best measures of patient compliance, few studies
have addressed compliance with scheduled appointments. This is most likely due to
an inability to monitor patients over sufficiently long periods of time and various
health care providers. Reviewing the compliance literature, several factors have been
associated with compliance in general and compliance with scheduled appointments
in particular. These include patients’ emotional distress, social support, and
characteristics of the physician. In addition, longterm treatment is associated with
poor compliance, particularly if the treatment regimen is extensive or the patients are
asymptomatic. For these reasons, noncompliance is a particular problem among the
chronically ill.

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.

COMPLIANCE AND HIV
Given the chronic nature of HTV-infection, the need for extensive medical
treatment in those infected, and the negative emotional and social consequences of
seropositivity, noncompliance is a potentially severe problem among those with HTV.
Before discussing patient compliance and its relation to patients infected with HIV,
however, it is first necessary to gain a general understanding of this virus and its
management. HIV is the virus responsible for the acquired immunodeficiency
syndrome (AIDS). It is classified as a retrovirus. Thus, it is capable of invading a
host cell, integrating with the host’s genome, and replicating itself while destroying
the host. HIV targets helper T-cells (CD4 cells). CD4 cells are responsible for
stimulating the production of B lymphocytes, which in turn produce antibodies to
foreign agents in the body. In addition, HTV-infection results in a depletion of
lymphokines (e.g., interleukin 1 and 2). Lymphokines are responsible for regulating
the activity of phagocytes and natural killer (NK) cells. This is important since
phagocytes attack foreign antigens that initiate infection and NK cells provide
defense against tumoral agents (Devita, Heilman, & Rosenberg, 1985).

Finally, HIV

infects macrophages. Although it does not have a cytotoxic effect on macrophages,
HTV does impair the functional operation of macrophages, including their ability to
kill microorganisms such as Toxoplasma gondii and Candida (Kessler, Bick, Pottage,
& Benson, 1992).

Therefore, infection with HTV results in the progressive loss of

the body’s immunocompetence, leaving individuals susceptible to a variety of
opportunistic infections and cancers which eventually result in death.

16
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HIV Illness Course
Infection with HTV can be viewed as a biologic spectrum. It begins as an
acute, nonspecific, viral-syndrome lasting one to two weeks after infection. This
illness may be indistinguishable from influenza, rubella, or infectious mononucleosis.
After this initial syndrome abates, the individual progresses into a prolonged
clinically asymptomatic phase (2 to <10 years; CD4 count ranging from
approximately 750 to 200 cells/mm3). The time course of this progression is highly
variable, but the majority of patients remain asymptomatic for 7 or 8 years after
infection. During this stage, CD4 cells drop at an average of 50 to 100 cells/mm3 per
year. Clinical symptoms may start becoming evident when CD4 counts drop below
500 cells per cubic millimeter. Patients can remain in the "symptomatic" phase (CD4
counts ranging from approximately 500 to 100 cells/mm3) for up to five years before
progressing to the "advanced" (CD4 counts <200 cells/mm3) and "end-stage" (CD4
counts <50 cells/mm3) of illness (Kessler, Bick, Pottage, & Benson, 1992).
Medical Management of HIV
Medical management of HIV should begin as soon as the patient is diagnosed.
In order to help physicians provide quality care, the U.S. Department of Health and
Human Services (1994) has published guidelines for the evaluation and management
of HIV infection. Central to the management of HTV is the regular monitoring of
CD4 cells. CD4 counts are used not only to index disease progression, but also to
determine when to begin antiretroviral treatments (recommended when CD4 counts
drop below 500). Routine oral and eye care is also recommended. Semi-annual oral
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exams are needed to detect lesions indicating the progression of the virus. Likewise,
eye exams are needed to screen for conditions such as noninfectious
microangiopathy; opportunistic ocular infections such as CMV retinitis; neuroopthalamic lesions; and conjunctival, eyelid, orbital involvement of neoplasms such
as Kaposi’s sarcoma. Regular screening for tuberculosis and syphilis is also
indicated. Finally, women require regular gynecologic exams. In addition to
regularly scheduled exams, management of HTV infection entails prophylactic
pharmacologic treatments for common AIDS-related opportunistic infections (e.g.,
pneumocystis carinii pneumonia and mycobacterium tuberculosis) and antiretroviral
therapy (U.S. Department of Health and Human Services, 1994).
Psychosocial Correlates of HTV Infection
HTV infection has a highly variable course and morbid prognosis.
Furthermore, it is a highly stigmatized disease since it is often associated with
intravenous drug abusers, sexual promiscuity, and the homosexual community.
Therefore, it is not surprising that seropositivity can result in a number of negative
emotional consequences. One of the most common psychological reactions to HIV
infection is depression (Rabkin, 1994). Numerous studies have found that those
infected endorse symptomatology in excess of the cut-off scores for depression on
standard assessment tools such as the Beck Depression Inventory (BDI) and Centers
for Epidemiological Studies Depression Scale (CESD) (e.g., Bomstein et al., 1993;
Cochran & Mays, 1994; Kelly et al., 1993). Similarly, studies using clinical and
diagnostic interviews have found rates of depression as high as 65% (e.g., Atkinson

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.

19
et al., 1988). Although not everyone infected with HTV will develop clinically
significant levels of affective disturbance (Kalichman, 1995), it is estimated that 50%
of those who do will have recurrent depression during the course of their illness
(Karasu et al., 1993).
Anxiety disorders and subclinical anxiety reactions are also common
(Kalichman, 1995). This is due in part to the uncertainty of this illness (Chuang et
al., 1989). Many report worry and concerns regarding death (Catania, Turner, Choi,
& Coates, 1992) and physical decline (Nichols, 1985). Kalichman (1995) also points
out that anxiety may vary over the course of an individual’s illness and may actually
stem from premorbid affective disturbance.
Other common reactions include anger, denial (Kelly & St. Lawrence, 1988),
hopelessness (Holland & Tross, 1985), and social isolation (Pollack, Gharakhanian,
Rozenbaum, Viallefont, & Aine, 1987). Many infected individuals withdraw from
their social groups and even quit work. By doing so they cut themselves off from
their potential sources of support, thereby increasing their vulnerability to
psychological distress (Kalichman, 1995).
In summary, HIV infection is a catastrophic disease which results in a number
of physical, emotional, and social changes. The progressive decline of immune
integrity necessitates regular physical examinations to track disease progression and
screen for opportunistic infection. Pharmacologic management of the illness includes
prophylactic treatments as well as curative treatment of concomitant illnesses.
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Proper adherence to these regimens is essential to detering the spread of the virus and
m axim izing

one’s health.

Noncompliance in Patients with HTV
The chronic nature of this illness; need for extensive, long-term medical
treatments (both preventative and curative); increased emotional distress seen among
infected patients; and possible social isolation that results from seropositivity place
HIV-infected patients at high risk for medical noncompliance. In fact, in a
preliminary investigation (N = 186), this author found that 19% of patients with HIV
sampled from an HTV clinic at a local charity hospital failed to return for any followup visits in the year after their initial clinic visit and 35% failed to return after
completion of their clinical intake (nurse visit and physician visit). Similarly,
Shelton, Marconi, Pounds, Scopetta, O’Sullivan and Szapocznik (1993) report that
36% of women failed to attend their scheduled HTV clinic appointments during a
randomly sampled week at a large hospital in Miami. Statistics such as these suggest
that noncompliance is a widespread problem among the HTV infected. Since medical
compliance is important in the management of this disease, possible determinants of
such noncompliance are important variables which should be identified early in the
treatment process. Despite the overwhelming number of empirical investigations
examining patient compliance, however, almost no attention has been focused on
compliance in patients with HTV/AIDS. This is startling given the burgeon of HTV
research in the last decade. In fact, a comprehensive review of the literature to date
revealed only five studies which discuss the issue of treatment noncompliance with
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seropositive individuals. Morse, Simon, Cobum, Hyslop, Greenspan, and Baslor
(1991) evaluated subject compliance within an experimental drug protocol.
Asymptomatic, HIV-seropositive participants were rated by nurses as either compliant
or noncompliant with the experimental protocol. The results indicated that the more
compliant subjects in the study lived further from the treatment site, lived with
another person, viewed the study nurse as supportive, and were more likely to depend
on another person for social, economic, and emotional support. In another
experimental study, Ironson et al. (1994) followed subjects for two years after
conducting a project assessing the efficacy of stress management interventions on
HIV progression. These investigators found that psychological distress at time of
HIV diagnosis, denial, and low adherence to the original experimental interventions
were all significant predictors of HTV disease progression two years later. Further
demonstrating the importance of compliance, Opravil, Weber, Ledergerber, Speich,
Siegenthaler, & Luthy (1990) document a significant relation between pneumocystis
caminii pneumonia (PCP) relapse and noncompliance to pentamidine prophylaxis in
patients with AIDS. Patients who were noncompliant with their prophylactic
treatment regimen displayed higher PCP relapse rates than compliant patients.
Only two studies have set out to evaluate treatment compliance in HIV+
patients.

Blumenfield, Milazzo, and Wormser (1990) examined compliance to

inpatient medical procedures. Ninety-percent of inpatients with AIDS in their sample
declined some procedure or treatment. In comparison, only 70% of inpatient controls
with leukemia refused some treatment. AIDS patients had a mean refusal rate (19.7
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refusals per 100 days hospitalization) four times greater than leukemia patients.
Although the authors of this study did not investigate the cause of this discrepancy,
they speculate that greater depression among the patients with AIDS may result in
hopelessness, giving up, and subsequently, noncompliance.

And finally, Shelton et

al. (1993) interviewed pregnant, seropositive, African-American women to determine
contributing factors to their medical noncompliance. These authors identified that, at
least for the four women interviewed, transportation, childcare, concern for their
unborn child’s health, substance abuse, and the involvement of a concerned family
member were all important to whether or not the women were adherent.
No known empirical studies to date have examined compliance with general
outpatient treatment among the HIV-infected. Why this has not been addressed is
unclear. Perhaps it is because of the level of difficulty in consistently following a
group of outpatients longterm, particularly when individuals may seek treatment from
multiple providers. In addition, of the few studies that have addressed compliance
with HIV treatment, none has attempted to replicate findings that patients’ emotional
distress, social support, illness severity, or physician characteristics are predictive of
future adherence. Future research should begin to address the issue of noncompliance
in outpatients infected with HTV in an attempt to identify factors associated with
treatment noncompliance.

Given the salience of the above factors among those with

HIV infection, these variables represent a logical place to begin this investigation.
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PURPOSE OF THE STUDY
HTV infection/AIDS is a devastating illness which results in the progressive
deterioration of immune integrity. Arguably, it is the most urgent chronic illness of
our time. Although there is no cure for HIV-infection/AIDS, proper medical
management can increase the quality and quantity of patients’ lives. The use of
pharmacologic interventions can delay the onset of AIDS in many patients (Quinn,
1990) by slowing the replication of the virus. Proper prophylatic treatments can
prevent or deter the onset of opportunistic infections. Regular physician visits are
needed to monitor the course of the disease and dictate treatment intervention.
Compliance with these medical regimens is the only way to significantly impact the
progression of this illness. But as with other chronic illnesses, many infected persons
are noncompliant with their medical treatment, even to the point of failing to attend
necessary clinic appointments. In a preliminary study of HIV clinic utilization this
author found that nearly 35% of patients did not return for follow-up physician visits
within one year after their intake appointments and 19% of patients failed to return to
even complete their clinic intake, let alone return to the clinic for follow-up care. Of
the patients that do return, many are noncompliant with their appointments and
repeatedly fail to show for scheduled clinic visits. Attendance of clinic appointments
is of primary importance in the treatment of this disease since without it no further
medical interventions can be implemented. Likewise, attendance of regularly
scheduled appointments is necessary in prophylatic interventions and the early
detection of opportunistic infections. Thus, it is of primary importance in the
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care of individuals infected with HIV to be able to identify factors associated with
noncompliance to medical appointments.

Furthermore, since many patients may fail

to return after their initial clinic visit, it is important to be able to identify these
factors at the initial intake. Finally, it is important to identify areas which are
amenable to intervention. Unfortunately, no research to date has addressed these
issues.
A considerable number of studies have addressed noncompliance in other
patient populations. Although no hard and fast predictors have been identified,
several factors have been suggested as important to medical compliance and
appointment adherence. Among these are patient distress (anxiety and depression),
social support, and the physician-patient relationship.
The purpose of the present study was to examine the impact of patient
distress (anxiety and depression) and social support on noncompliance with scheduled
HTV outpatient clinic appointments. Additionally, the differential influence of the
physician assigned to the patient was investigated. As chronically ill patients and
asymptomatic patients are at risk for greater noncompliance, illness severity was also
examined, as were differences related to race, gender, and other demographic
categories.
1)

Specifically, the study addressed two questions:
Do psychosocial, demographic, or illness factors identified at intake

distinguish patients who returned to the clinic for follow-up appointments during the
six month period following their initial clinic visit ("Attenders") from those who did
not return for any scheduled appointments during that time period ("Non-attenders")?
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Based on previous research (e.g., Ayeres et al., 1994; Stanton, 1987), it was
hypothesized that subjects who failed to return to the clinic for scheduled
appointments would have lower levels of social support and anxiety. Since
noncompliance is increased in asymptomatic, chronically ill patients, it was also
expected that patients who survived the study period but failed to return to the clinic
would have fewer HTV-related symptoms and higher CD4 counts. Finally, it was
expected that depression levels would differ between those who returned to the clinic
and those who did not; however, it was unclear which direction this relation would
take. Greater depressive symptomology has been associated with increased medical
compliance (Ayeres, 1994), but it is also possible that patients who were more
depressed may feel that they have less control over their illness, and therefore, be
less compliant with clinic appointments.
2)

Does trait anxiety, perceived availability of social support, or illness

severity at intake (CD4 counts), predict adherence to scheduled medical appointments
during the year following intake? Based on the literature (Agras, 1989; Stanton,
1987), it was hypothesized that less perceived availability of social support would be
predictive of noncompliance with scheduled appointments. Trait anxiety was also
expected to be associated with treatment compliance, but the direction of this relation
was unclear since it is possible that patients who were more anxious would be more
somatically focused, and thus, more likely to adhere to their scheduled appointments.
Likewise, however, patients experiencing extreme levels of anxiety may have been
more avoidant of their illness and less likely to comply with appointments. Finally,
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it was hypothesized that patients with higher CD4counts at intake would be more
likely to remain healthy during the study period, and therefore, less likely to adhere
to their scheduled appointments.
Given the fluctuating course of depressive symptomatology, this factor was
not examined as a predictor of year long compliance. Since clinic "Attenders" had to
return for at least one medical visit within the first several weeks after intake, this
measure was included as a possible distinguisher between clinic "Attenders" and
"Non-attenders". It was judged that this time period was short enough that patients’
depressive symptomatology would remain sufficiently stable to be an adequate
determinant of compliance.

Since physician characterstics have also proven to be

an important determinant of medical compliance (DiMatteo, Hays, & Prince, 1986;
Gerber, 1986; Kirscht & Rosenstock, 1979), the physician assigned to follow each
patient was statistically controlled when predicting longterm compliance. Since
physicians were not assigned to patients until their third clinic appointment, this
factor was not considered in comparing “Attenders” and “Non-attenders”.
A six month time period was examined to distinguish "Attenders" from "Nonattenders". This time period was chosen as it was thought to minimize the chances
of attrition due to subjects’ expiration, while at the same time providing an adequate
time period for subjects to have scheduled return visits (all subjects should have had
at least two scheduled clinic appointments [nurse follow-up and physician intake]
during this time).
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The variables identified here have all been implicated as important
contributors to whether or not patients are compliant with their medical treatments.
Likewise, they also represent pertinent issues to those who are infected with HTV,
since these individuals are at risk for emotional distress, social isolation, and
increased illness severity.

Though these are certainly not the only factors which are

important in determining patient compliance, their relevance to both the HIV-infected
and general treatment compliance made them a logical place to begin examining
potential factors associated with HTV treatment noncompliance. Additionally, each of
these factors is easily assessed during patients’ initial visits. By being able to
identify such factors at intake, it may be possible to identify and intervene with
patients at high risk for noncompliance before they become noncompliant. Finally,
each of these factors was considered important because they can easily be targeted
for intervention. Patients in emotional distress can receive counseling. Subjects with
low social support can be referred to appropriate HTV support groups, and physicians
can be trained how to enhance their interactions with patients to foster good rapport,
or at the least, patients can be assigned to new physicians with whom they have
better rapport.
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METHOD
Participants
One hundred and eighty-eight patients were contacted during their initial
appointments at the Early Intervention Clinic at Earl K. Long Hospital. All subjects
who agreed to participate, were able to read, and were at least 18 years of age were
included. Twenty-two percent of subjects (N = 44) contacted declined to participate.
Predominant reasons for declining included not having enough time to complete
questionnaires (N = 19), illiteracy (N = 9), and lack of interest (N = 8). The total
sample (N = 144) consisted of 101 (70.1%) males and 43 (29.9%) females (See
Table 1). One third of the sample was Caucasian (32.6%), two-thirds (66.7%)
African-American, and less than one percent (0.7%) Hispanic. Racial and gender
composition of this sample was representative of the EIC population as a whole
(34.6% female, 65.4% male, 77% African-American, 22% Caucasian, and 1% other
racial background). Eighty-three percent of individuals had incomes less than
$10,000 a year, and only 2 individuals had private medical insurance. Mean
education level was twelth grade and the mean age was 32.4 years. Fifty-six percent
of the sample was heterosexual and 43% homo/bisexual. Thirty-six percent of the
total sample identified themselves as current or past IV drug users’s (TVDU’s). All
subjects were new to the EIC, but the median length of time since being diagnosed
with HIV was 4 months. Eight participants died during the one year study period.
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Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.

29
Table 1. DEMOGRAPHIC COMPOSITION OF TOTAL SAMPLE

Gender
Male
Female
Race
African-American
Caucasian
Hispanic
Heterosexual
Caucasian Female
Caucasian Male
African-American
Female
African-American
Male
Hispanic Male
Homo/Bisexual
Caucasian Female
Caucasian Male
African-American
Female
African-American
Male
Income
<$10,000
$10-20,000
$20-30,000
Private Insurance
Deceased

N

%

101
43

70.1
29.9

96
47
1
82
7
3

66.7
32.6
00.7
55.6

34
37
1
62
1
36

43.1

1
24
120
19
5
2
8

83.3
13.2
3.5
1.4
5.6
Mean

Education
Age
Months Since Diagnosis
CD4
HIV-related symptoms
CES-D
ISEL
STAI

11.81
32.4
17.32
418
3.03
23.82
86.17
46.39

2.11
7.88
25.59
309
2.43
13.18
23.05
12.46

0-13
18-64
0-112
2-1554
0-13
0-55
36-158
20-76
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Measures
Compliance. Medical compliance was examined two ways. First of all,
compliance was defined as attendance of any physician/nurse visit during the first six
months after patients’ initial appointment. By categorizing subjects as "Attenders" or
"Non-attenders" (subjects failing to return for any scheduled medical visits within six
months of their initial appointment), the differences between these groups were
examined. Next, noncompliance with scheduled clinic appointments was examined
for subjects remaining in the clinic system for at least one year. Two indices of
noncompliance were examined: 1) percentage of "no shows" for total physician and
nurse appointments scheduled, and 2) percentage of total appointments missed
(cancellations plus no shows). Both measures were used to investigate the possibility
that some individuals chronically rescheduled appointments rather than simply failing
to attend. The percentage of appointments was used rather than the frequency to
account for the variability in the number of appointments scheduled between patients
(as this varied depending on the stage of illness, physician availability, etc.).
Center for Epidemiological Studies Depression Scale fCES-DI (Radloff,
1977). The CES-D is a 20 item depression inventory which allows subjects’ to rate
their depressive symptomology over the previous week. Its emphasis on cognitive
aspects of depressive symptomology rather than somatic complaints makes this
questionnaire more appropriate than other depression scales for use with medical
populations. The CES-D has adequate reliability (split half correlations range from
.77-.8S; Spearman Brown coefficients range from .87-.92) and validity (correlations
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range from .37 to .90 against other depression measures) (RadlofF, 1977). The CESD has been used extensively in the HTV literature.
Stait-Trait Anxiety Inventory fSTAI Y2~> (Speilberger, 1983). The STAI is a
widely used self-report questionnaire which measures anxiety.

It consists of two

forms- the STAI-Y1 and the STAI-Y2. The STAI-Y1 assesses individuals’ current
level (state) of anxiety, while the STAI-Y2 assesses individuals’ general level of
anxiety (trait). Each form has 20 items. In the present study, the STAI-Y2 was
used. The STAI-Y2 has adequate reliability (r = .70 to .76) and good concurrent
validity (r =.80) with other indices of anxiety. Test-retest reliability scores for the
STAI-Y2 are good (.73 to .86; Speilberger, 1983), suggesting that the construct of
trait anxiety measured by this index is fairly stable across time.
The Interpersonal Support Evaluation List fISED (Cohen, Mermelstein,
Kamarck, & Hoberman, 1985). The ISEL is a 40 item self-report questionnaire
assessing individuals’ perception of social support availability. Subjects rate each
statement on a Likert-type scale, indicating how accurately it reflects their own social
support (e.g., There is someone I trust to help solve my problems). Four subscale
scores (Appraisal, Belonging, Self-esteem, and Tangible) and a total aggregate score
are generated.

Due to the high intercorrelation between scales and power concerns,

in the present study only the total aggregate score was examined. The ISEL has
demonstrated adequate discriminant (r = -.64) and concurrent (r =
.46) validities (Cohen & Willis, 1985). Test-restest reliability for the ISEL has
averaged .87 for the total score (Cohen, Mermelstein, Kamarck, & Hoberman, 1985).
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HTV-Related Symptoms (SCL-HTV) (Gorman et al., 1991).

The SCL-HIV is

a checklist of 20 common HIV-related symptoms (e.g., thrush, diarrhea, night
sweats). Items are equally weighted and result in an overall sum score of the total
number of symptoms experienced. SCL-HIV’s were completed during initial nursing
intake visits to determine baseline HTV symptomology.
CD, Counts. HTV infection is characterized by progressive
immunosuppression. The most common index of immune integrity in HIV-infected
patients is the absolute CD4 count (Kelly & St. Lawrence, 1988), as these are the
cells that are targeted and destroyed by the HTV virus.

Normal CD4 counts vary

around 1000 cells per cubic millimeter of blood (Antoni et al., 1990). When counts
fall below 500 cells per cubic millimeter individuals are considered
immunosuppressed. In the present study, blood was drawn at Earl K. Long and
transported to the Medical Center of Louisiana, East Campus in New Orleans,
Louisiana for laboratory analysis. Absolute CD4 counts were determined by mixing
whole blood samples with fluorescence tagged monoclonal antibodies, which were
then incubated with a dual-color mixed cocktail of CD3 and CD4 cells (CD3-RD1/
CD4-FITC). Following this, Coulter Q-Prep lysis was performed and the sample was
analyzed using flow cytometry. FS V Log SS signals were then plotted and the
lymphocyte region gated for fluorescence analysis. In this manner, CD4% was
determined. Absolute CD4 counts (CD4/mm3) were determined as the CD4% times
the absolute number of lymphocytes. Subjects’ T-cell counts were accessed through
review of patient medical charts at Earl K. Long.
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Procedure
The present study tracked longterm medical utilization in patients with HIV in
order to examine their compliance with scheduled HTV clinic appointments (See
Figure 1). One hundred and forty-four subjects were followed for six months after
their initial intake appointment to examine differences between clinic "Attenders" and
"Non-attenders". Of this sample, the first 120 were followed for a year after intake
to investigate the proposed predictors of treatment compliance.
Subjects were recruited upon their initial visit to the Early Intervention Clinic
(EIC) at Earl K. Long Medical Center (EKL). EKL is a teaching hospital in Baton
Rouge, Louisiana which primarily serves a low income and indigent population. This
clinic is designed to provide medical services and auxiliary social, psychological, and
health education services for outpatients with HTV/AIDS. Patients are referred to the
EIC after being diagnosed with HIV by another physician or health care agency.
Length of time since initial HTV diagnosis and illness stage vary for patients initially
entering the clinic. All subjects in this study were volunteers. After giving consent
(See Appendix), subjects were interviewed regarding basic demographic information
and then completed a battery of psychosocial measures exam ining their anxiety,
current depressive symptomology, and perceived social support.

All subjects gave

consent that their medical records also be accessed for the purposes of this research.
During the same clinic visit subjects met with nursing staff, who assessed their current
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Figure 1. SCHEMATIC LAYOUT OF STUDY
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HIV-related symptomology, and had blood drawn for routine lab analyses. Subjects
were paid five dollars for their participation.
Compliance with scheduled physician/nurse appointments at the EIC was
measured prospectively six months and one year from time of intake.

Subjects’

medical charts were accessed for pertinent medical information (e.g., baseline CD4
counts, HTV-related symptomology at intake).

Clinic records were reviewed to

document attended, cancelled, and "no-showed" appointments. When it was unclear
from the clinic attendance records whether or not an appointment had been attended,
patients’ medical records were reviewed for documentation of attended, no-showed,
or cancelled appointments.
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RESULTS
Participants exhibited an average of 3 HIV-related symptoms at intake (range=
0 to 13) and a mean CD4 count of 418 (range= 2-1554) (See Table 1). Mean raw
STAI scores were 46.39, mean ISEL scores were 86.17, and mean CES-D depression
scores were 23.82. Additionally, 67.41% of Attenders and 68.18% of Non-attenders
endorsed depressive symptomology in excess of the CES-D cut-off indicative of
"probable" clinical depression (16), while 52.5% of Attenders and 50.0% of Nonattenders endorsed symptomology indicative of "significant" depression (23).
Analyses of variance (ANOVA’s) were used to examine differences in the
independent variables of interest (CES-D, STAI, ISEL, CD4, and HTV symptoms) by
gender, race, and sexual orientation (See Table 2 for significant variables).
Statistically significant differences were found for the number of HIV-related
symptoms exhibited within each of these groups. Males, Caucasians, and
homosexuals all displayed more symptoms at intake than did their counterparts.
Gender and sexual orientation differences were also found between these groups for
CD4 counts, with females and heterosexuals displaying higher baseline CD4 counts.
No significant demographic differences were found for scores on the measures of
anxiety, depression, or social support.
The first aim of this study was to identify variables which distinguish clinic
attenders from nonattenders. In order to address this issue, participants were divided
into two groups- those returning to at least one nurse/physician appointment within
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Table 2. ANALYSES OF VARIANCE FOR DEMOGRAPHIC INDEPENDENT
VARIABLES
Mean
HTV Symptoms
Gender
Male
Female
Race
African-American
Caucasian
Hispanic*
Sexual Orientation
Heterosexual
Homosexual
CD4 Counts
Gender
Male
Female
Sexual Orientation
Heterosexual
Homosexual

DF

F

1,138 6.27*
3.35
2.24
2,137 8.60***
2.50
4.13
0
1,138 7.53**
2.54
3.66
1,140 7.11**
373.46
520.77
1,140 3.95*
461.70
358.45

* N=1
*E < .05
**E < .01
***E < .001
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six months after their initial intake (Attenders; N= 120) and those failing to return
during this period (Nonattenders; N= 22). Two participants died during the six
month period and were excluded from the analyses. Differences in these groups were
examined by demographic characteristics and illness variables (CD4 count and HIVrelated symptoms) using chi-square and t-test analyses (See Tables 3 & 4). The only
significant demographic difference between these groups was gender composition
(Pearson x2 = 5.54, df = 1, g < .05). Of the clinic Attenders, 34.2% were female and
65.8% were male, whereas, 9.1% of Non-attenders were female and 90.9% were
male.
Differences between Attenders and Non-attenders were also examined for
psychosocial indices of social support, depression, and trait anxiety using one-way
ANOVA’s (See Table 5). Significant group differences were found for social
support [Attenders M = 87.58, Nonattenders M= 74.94; F (1, 131) = 4.01, p < .05],
but not depression [Attenders M= 23.73, Non-attenders M = 25.25; F (1, 137) = .22,
E

= NS] or anxiety [Attenders M= 46.5, Non-attenders M = 47.14; F (1, 134) = .05,

E

= NS]. In order to test the hypothesis that psychosocial indices (social support,

depression, and anxiety) and CD4 counts at intake could be used to categorize
patients as clinic Attenders or Nonattenders, a discriminant function analysis was
conducted. All variables were entered as a set. Although 86.05% of cases were
correctly classified by this model, the discriminant function failed to distinguish
between groups and classified all subjects as clinic Attenders.
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Table 3. T-TESTS OF DEMOGRAPHIC FACTORS FOR ATTENDERS VS.
NONATTENDERS
Attenders
N= 120

Age
Education
Symptoms
cd4

Non-attenders
N=22

t Value

DF

P

M (SD)

M (SD)

-0.90
-1.20
0.23
-1.19

139
140
136
138

.37
.23
.82
.24

32.61 (8.31)
11.91 (7.12)
3.00 (2.39)
434 (319)

30.95 (3.24)
11.32 (2.06)
3.14 (2.73)
350 (221)

Table 4. CHI-SQUARE OF DEMOGRAPHIC FACTORS FOR ATTENDERS VS.
NONATTENDERS
Pearson X 2 DF
Gender
Orientation
IVDU
Race*

5.54*
0.53
7.15
5.67

1
1
1
1

*African-American and Caucasian only
*E ^ -05
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Table 5. ONE-WAY ANOVA’S OF PSYCHOSOCIAL VARIABLES FOR
ATTENDERS VS. NONATTENDERS
Mean
ISEL
Attenders
Nonattenders
CES-D
Attenders
Nonattenders
STAI-Y2
Attenders
Nonattenders

DF

F

1, 131

4.01*

1, 137

.22

1, 134

.05

87.58
74.94
23.73
25.25
46.5
47.14

*2 < -05
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The second aim of this study was to examine factors associated with noncompliance
to medical appointments during the year after clinic intake. From the original 144
subjects, 20 were excluded from these analyses for insufficient length of time within
the clinic system (less than one year), 8 expired during the study period, and one was
excluded because she was known to be followed by a private physician. One
hundred and fifteen patients remained.

Demographic composition of this sample is

presented in Table 6. The mean number of appointments attended during the year
after initial clinic intake was 4.81 (SD= 3.34). Mean number of no-shows was 2.04
(SD= 1.97) and mean total missed appointments (no-shows plus cancellations) was
2.46 (SD= 2.17). Patients attended an average of two-thirds of their scheduled
appointments (65%), no-showed an average of 29% of their appointments, and either
no-showed or cancelled one-third of their appointments (35%). Participants’ mean
score on the STAI was 46.95 (SD=12.56) and mean ISEL score was 81.06
(SD=20.35).
A correlation matrix was generated for all independent and dependent
variables of interest (See Table 7). Percentage of appointment no-shows and the
percentage of no-shows plus cancelled appointments were found to be correlated with
demographic and illness variables, but not psychosocial indices. Sexual orientation (r
= -.32, p < .001), race (r = .29, p < .01), CD4 count (r = .27, p <.01), and gender (r
= -.24, p < .01) were all significantly related to the percentage of appointments no
showed, with heterosexuals, African-Americans, females, and patients with higher
CD4 counts failing to attend a greater percentage of their
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Table 6. DEMOGRAPHIC, PSYCHOSOCIAL, AND ILLNESS VARIABLES IN
SAMPLE WITH ONE YEAR’S ATTENDANCE DATA

Gender
Male
Female
Race
African-American
Caucasian
Hispanic
Heterosexual
Homo/Bisexual
Income
<$10,000
$10-20,000
$20-30,000
Private Insurance

Education
Age
Months Since Diagnosis
CD4
HTV-related symptoms
STAI-Y2
ISEL

N

%

82
32

71.9
28.1

77
36
1
67
47

67.5
31.6
00.9
58.8
41.2

97
14
3
2

85.1
12.3
2.6
1.8
Mean

SD

11.71
31.43
18.58
414
3.15
46.95
81.06

2.07
6.92
26.51
293
2.47
12.56
20.35

Range

Median

6-19
18-49
0-112 5
2-1554 392.5
0-13
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Table 7. CORRELATION MATRIX OF DEMOGRAPHIC, ILLNESS, AND
PSYCHOSOCIAL FACTORS WITH COMPLIANCE VARIABLES

Age
Education
Gender
Orientation
Race
IVDU
HIV-symptoms
CD4
Physician
STAI-Y2
ISEL

Percentage
Attended

Percentage
No-shows

Percentage
No-showed/Cancelled

.11
.01
.23*
.30***
-.27**
-.18
.13
-.28**
-.08
-.09
.07

-.17
-.08
-.24**
-.32****
.29**
.11
-.09
.21**
.09
.11
-.05

-.04
-.05
-.15
-.29**
.27**
.26**
-.07
.19*
.11
.13
-.14

< .05
**E < .01
***2 < -001
****2 < .0001

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.

44
appointments. Sexual orientation (r = -.29, p < .01), race (r = .27, p < .01), and CD4
count (r = .19, p < .05) were also significantly associated with the percentage of total
missed appointments (no-show plus cancelled appointments). In addition, use of IV
drugs (r = .26, p < .01) was associated with total missed appointments, with IVDU’s
missing more appointments than non-IVDU’s. Mean percentages of attended and
missed appointments by demographic groups are presented in Table 8. The highest
rates of attendance were exhibited by Caucasians and homo/bisexuals, each of whom
attended approximately three-fourths of their scheduled appointments. By contrast,
the highest rates of nonattendance were exhibited by females (41% of appointments
missed), African-Americans (40% of appointments missed), and heterosexuals (39%
of appointments missed).
In order to test the proposed model that the primary physician assigned to the
patient, patients’ illness severity (CD4 counts), social support, and trait anxiety would
be predictive of noncompliance to scheduled medical appointments, two hierarchical
multiple regressions were performed- one for each dependent variable (percentage of
no-showed appointments and percentage of no-shows plus cancelled appointments).
Since the primary physician assigned to each patient was thought to be a potential
confound with patients’ attendance, this variable was dummy coded and entered first
in the equations, followed by CD4 count, social support, and anxiety. Hierarchical
regressions were chosen since the independent variables were potentially causally
interrelated. For example, patients’ emotional distress and perceived social support
availability may be dependent on the severity of their illness, particularly if they
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Table 8. MEAN PERCENTAGE OF APPOINTMENTS BY SIGNIFICANTLY
DIFFERENT DEMOGRAPHIC GROUPS

Male
Female
Heterosexual
Homosexual
African-American
Caucasian
Hispanic f
IVDU
Non-IVDU

Attended

No-Show

Total Missed

68
57
59
73
61
74
50
59
68

26
37
35
21
33
21
50
32
28

32
41
40
27
39
25
50
41
31

(21)
(21)
(20)
(20)
(21)
(19)
(-)
(20)
(22)

(20)
(21)
(20)
(20)
(21)
(18)
(--)
(21)
(21)

(21)
(22)
(21)
(20)
(21)
(19)
(--)
(20)
(22)

*N=1
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were ill enough to be exhibiting HIV-related symptomology. Thus, by entering
illness severity (CD4 count) before these variables, this relation could be statistically
controlled. Similarly, anxiety was entered after social support to control for any
causal relation between these variables. In the first analysis, percentage of no
showed appointments was examined. The only factor to account for a significant
amount of variance in this model was CD4 count (R2 cha = .08, p < .01), though the
overall model was significant (multiple R = .31, p < .05) (See Table 9). In the
second regression equation, primary physician, CD4 count, social support, and trait
anxiety were again entered to predict the percentage of total missed appointments
(no-shows plus cancellations). The model was not significant (See Table 10).
Correlational analyses indicated CD4count, sexual orientation, race, gender,
and IV drug use were most significantly associated with the percentage of no-shows
and total number of missed appointments (See Table 7). Thus, these variables were
entered into stepwise multiple regressions predicting each dependent variable in order
to determine the relative contribution of each of these factors. The results of these
analyses indicated that CD4 count accounted for the greatest amount of variance in
percentage of no-showed appointments (R2 = .07, p < .01), followed by sexual
orientation (R2 cha = .08, p < .01; multiple R =.40, p< .001). Race, gender, and
IVDU did not account for a significant proportion of the remaining variance and
failed to enter the model (See Table 11).

CD4 count also entered first into the

equation predicting percentage of total missed appointments (R2 =.05, p< .05),
followed by sexual orientation (R2 cha = .08, p< .01), and IV drug use (R2 cha = .04,
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Table 9. HIERARCHICAL MULTIPLE REGRESSION PREDICTING
PERCENTAGE OF NO-SHOWED APPOINTMENTS

Doctor
cd4
ISEL
STAI

Multiple R

R2

RJ Change

.09
.29**
.29*
.31*

.01
.09
.09
.09

.01
.08**
.00
.01

*E < .05
**E < .01

Table 10. HIERARCHICAL MULTIPLE REGRESSION PREDICTING
PERCENTAGE OF TOTAL MISSED APPOINTMENTS

Doctor
CD4
ISEL
STAI

Multiple R

R2

R2 Change

.10
.27*
.28*
.29

.01
.07
.08
.08

.01
.06**
.01
.00

*E < -01
**E < .01
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Table 11. STEPWISE MULTIPLE REGRESSION OF DEMOGRAPHIC AND
ILLNESS FACTORS PREDICTING PERCENTAGE OF NO-SHOWED
APPOINTMENTS

cd4
Orientation

Multiple R

R2

R2 Change

.27*
.40**

.07
.16

.07*
.08*

*£ < .01
**E < 0001
NOTE: Race, gender, and IVDU failed to enter the model at the .05 significance
level.

Table 12. STEPWISE MULTIPLE REGRESSION OF DEMOGRAPHIC AND
ILLNESS FACTORS PREDICTING PERCENTAGE OF TOTAL MISSED
APPOINTMENTS

cd4

Orientation
IVDU

Multiple R

R2

R2 Change

.21*
.35***
.41**

.05
.12
.17

.05*
.08**
.04*

< -05
**E < .01
***E < .0001
NOTE: Race and gender failed to enter the model at the .05 significance level.
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E<

.05; multiple R =.41, p< .001). Race and sex were not significant and failed to

enter this model, also (See Table 11).
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DISCUSSION
The present study examined demographic, illness, and psychosocial factors
assessed at patients’ initial visit to an outpatient HIV clinic, in order to investigate
the association between these factors and subsequent noncompliance with scheduled
appointments. It is important to be able to identify such factors at intake since
patients may not return for follow-up care. By being able to identify patients who
are at risk for noncompliance early in their care, these individuals can be targeted for
intervention to increase their compliance with future treatments. In general, the
results of this study suggest that noncompliance was associated with illness status
(higher CD4 counts), heterosexual orientation, African-American race, gender, and
lower levels of social support. Separate variables were associated with dropping out
of the clinic after initial appointment attendance and noncompliance with medical
appointments during the following year.
Consistent with a preliminary investigation sampling from the entire EIC
population, 18% of the present sample failed to return for follow-up physician/nurse
appointments after their initial visit. In other words, nearly 1 in 5 patients dropped
out of medical treatment before even seeing a physician. When compliance with
scheduled visits was examined for patients who did remain in the clinic system, 29%
of appointments were no-showed and over one-third (35%) were either missed or
cancelled. These results are consistent with noncompliance rates previously found in
this clinic (sampling from the entire patient population) and those reported by
Shelton, Marconi, Pounds, Scopetta, O’Sullivan and Szapocznik (1993). This finding
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suggests that noncompliance to scheduled appointments is a significant problem
among patients receiving ambulatory HIV-related treatment.
The first aim of this study was to identify differential demographic, illness,
and psychosocial indices between clinic Attenders and Non-attenders. No differences
were found for subjects’ illness severity (CD4 counts and HTV-related symptoms). In
terms of demographic characteristics, the only difference between these groups was
gender composition. Ninety-one percent of the clinic Non-attenders were male, as
opposed to 66% of the Attenders and 65% of the total EIC population. Although
this finding should be cautiously interpreted due to the small size of the
Non-attenders’ sample (N = 22), it suggests that males may be more likely than
females to drop out of the clinic system early on. It is unclear why a greater
percentage of males dropped out of the clinic after their initial appointments. Several
factors may contribute to this discrepancy. First of all, in addition to routine HIVoriented treatments, many females also receive their routine ob-gyn exams through
the EIC. It is possible that inclusion of this service helps keep females active in the
clinic. Additionally, females who were pregnant may have been more motivated to
be compliant with their medical care by their concern for their unborn child, as
Shelton et al. (1993) reported from their interviews with pregnant, African-American,
HIV-infected women. Unfortunately, pregnancy rates were not assessed in this study,
so this issue cannot be addressed at this time. Another potential factor is the fact that
many of the females had young children who were also seen in this clinic. It is
plausible that either having a child who was also active in the clinic, or just having a
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child to provide for, increased females’ motivation to attend their medical
appointments. Or at least, these factors may have helped keep females in the system
longer before they dropped out. Again, information regarding HIV-infected children
was not assessed during this study, but should be considered in future investigations
of clinic appointment attendance.
Based on the literature (Ayeres et al., 1994; Agras, 1989; & Stanton, 1987), it
was hypothesized that there would be differential levels of anxiety, depression, and
social support between those returning for medical services and those who did not
return. As proposed, clinic Attenders reported significantly higher levels of social
support (M = 87.58) than Non-attenders (M = 75.94). Although no standard norms
have been established for the ISEL to characterize patients as "high" or "low" in their
perceived levels of social support, qualitative comparison can be made between these
groups and other outpatient medical patients from the same hospital. In a separate,
ongoing investigation (N = 531), Brantley et al. (unpublished data) found that
ambulatory outpatients reported a mean ISEL score of 86.33. This score is consistent
with that of the EIC clinic Attenders. Thus, it would appear that Attenders’ social
support levels represent a more normative level of support for individuals in this
demographic population. At the very least, these individuals endorsed levels of
social support consistent with other patients utilizing ambulatory care clinics at this
hospital, while Non-attenders, on the other hand, perceived having less social support
than other patients utilizing ambulatory care clinics at this hospital.
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Although no differences were found between Attenders’ and Non-attenders’
reported levels of anxiety or depression, it is also worth noting that both groups
endorsed depressive symptomology in excess of the CES-D cut-off (23) indicative of
"significant depressive symptomology" (Attenders, M = 23.73, Non-attenders, M =
25.25).

In fact, over two-thirds of the patients in each group endorsed

symptomology at or above the cut-off indicative of "probable" clinical depression
(CES-D = 16; Attenders = 67.41%, Non-attenders = 68.18%) and one-half endorsed
levels of "significant" depressive symptomology (Attenders = 52.5%, Non-attenders =
50.0%). Similarly, the mean STAI score reported for this sample (M = 46.6) is
indicative of elevated trait anxiety. Compared to normative samples of similar age,
individuals with congruent raw STAI scores are ranked between the 85th and 86th
percentiles for trait levels of anxiety (Speilberger, 1983). Thus, individuals in the
present sample, regardless of their clinic attendance, exhibited significant levels of
emotional distress.
It was originally hypothesized that patients’ anxiety, depression, social
support, and CD4 counts would discriminate clinic Attenders from Non-attenders.
The results of this study failed to support this hypothesis. It is certainly not
surprising that the combination of these factors did not distinguish between these
groups, given the lack o f variation between the groups’ levels of anxiety, depression,
and CD4 counts.
The second aim of this study was to examine noncompliance to scheduled
appointments for subjects remaining in the clinic system for one year. Of the
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original 144 participants sampled, 20 were excluded for insufficient length of time in
the clinic system, 8 expired, and 1 was excluded because she was known to be
followed by a private physician and failed to return to the clinic after completion of
her intake. No other patients were known to have been followed outside of EKL
Hospital; however, in checking patients’ medical appointments, 10 patients were
found to have received HIV-related treatment services from EKL’s Medicine Clinic
for at least a part of this year period (though this time period did not overlap with
their services from EIC, but was rather in place of it). Statistical analyses were
conducted both with and without these individuals with no significant difference in
outcome. As the percentage of appointments missed was analyzed rather than
absolute numbers of appointments, it was judged that these individuals should be
included in the final analyses and the results for the whole group are presented.
Attendance data was not collected from patients’ appointments in the Medicine Clinic
since this would create confounds which could not easily be controlled, as well as
pose a methodological problem (e.g., which clinic physician would be coded as the
primary physician for statistical analyses, etc.).
When mean percentages of attended and missed appointments were evaluated,
homosexuals and Caucasians demonstrated the highest attendance rates, attending
nearly three-fourths of their scheduled appointments in the EIC. Conversely,
females, African-Americans, and heterosexuals were found to have the highest rates
of clinic non-attendance, missing an average of 40% of their appointments. This
finding is of particular importance since women, racial minorities, and persons
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infected through heterosexual contact are among the groups exhibiting the greatest
increases in recent AIDS cases (CDC, 1995). If this finding generalizes to these
demographic groups in other regions, it would help explain the increase in AIDS
cases seen. That is, in addition to increased infection among these groups, those who
are infected may become more ill due to their lack of needed medical attention, since
they may not be receiving prophylactic and preventative treatments needed to deter
the progression of their illness.
In order to look at factors associated with noncompliance to scheduled clinic
appointments, noncompliance was defined two ways: 1) percentage of no-showed
appointments and 2) percentage of total missed appointments (no-shows plus
cancellations). Both measures were used to allow for the possibility that patients
repeatedly cancelled and rescheduled appointments rather than simply failing to
attend. Although the difference in the number of appointments no-showed (M =
2.04) and the number of total appointments missed (cancellations plus no-shows; M =
2.46) is small, it was large enough that some differences were found between the
independent variables associated with each. Therefore, statistical analyses are
presented using both measures.
Both measures of noncompliance were significantly correlated with AfricanAmerican race, heterosexual orientation, and higher CD4 counts at clinic intake, with
CD4 counts accounting for the greatest amount of variance in both indices, followed
by heterosexual orientation. After statistically controlling for the influence of CD4
counts and sexual orientation, however, race no longer accounted for a significant
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amount of variance in noncompliance measures, suggesting that the correlation
between this variable and compliance may be accounted for by its relation with
heterosexuality and healthier individuals in this sample.
Interestingly, IVDU was correlated with the percentage of total appointments
missed, but not percentage of appointments no-showed. In fact, the correlation
between these variables did not even approach significance (r= .11, p= .25). Given
the high correlation between no-shows and total missed appointments (r = .81), it
seems unusual that IVDU would be associated with one and not the other. Likewise,
females were more likely to no-show than males, but no gender differences were
found when the percentage of total appointments missed was examined.

The cause

of these discrepancies is unclear and warrants further investigation.
Although anxiety has been found to be associated with noncompliance in
other studies (e.g., Ayeres et al., 1994), it was not related to appointment
nonattendance in the present investigation. One reason for this discrepancy may be
the methodology used. Trait anxiety was assumed to be a fairly stable construct, and
thus, unlikely to fluctuate significantly over the year study period. It is possible,
however, that patients’ emotional distress fluctuates in response to changes in their
illness status. For example, patients may become more anxious as their illness
progresses. Conversely, it could be that anxiety levels subside during this year as
individuals become better adjusted to their illness. Trait anxiety was analyzed in an
attempt to minimize such fluctuations, but it would appear that for true associations,
if any, to emerge, patients’ anxiety levels should be re-assessed during the year study
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period. Likewise, the same can be said about patients’ social support As patients’
become more ill and disclose their illness status to more individuals, their social
support is likely to change. In order to minimize such fluctuations, perceived
availability of social support was used in this study. Since perceived availability is a
qualitative measure, it is less likely to fluctuate in response to changes in the size of
one’s social network. Nevertheless, if perceived social support is associated with
year-long attendance, it may need to be repeatedly assessed during the study period
for this association to emerge. As the goal of this project was to identify factors
readily assessable at initial intake, repeated measures were not performed. Future
analysis of the role of psychosocial factors in medical noncompliance, however,
should include this assessment.
Although physician characteristics have been correlated with noncompliance in
other studies, it is not surprising that no association was found between the primary
physician assigned to patients in this study and participants’ level of compliance due
to the way this variable was measured. After completion of the intake assessment
(two nursing contacts and one physician visit), patients are assigned one of two
primary physicians. This information was dummy coded for the purposes of the
statistical analyses. However, follow-up appointments were not limited to
appointments with the primary physician. Patients also returned for nursing contacts
and ob-gyn visits. Since the purpose of including this variable was to try and
account for differences in staff characteristics (e.g., empathy, knowledge, etc.) that
may influence whether or not patients returned for their appointments, just

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.

58
controlling for the primary physician was an insufficient measure, particularly since
patients may have actually had more contact with one of their other health care
providers. Moreover, dummy coding does not allow any specific associations
between staff characteristics and noncompliance to be explored. At best, this can
only be inferred. Future studies investigating staff characteristics should look more
directly at patients’ perceptions of the medical staff (e.g., patient satisfaction) and
should account for all staff with whom patients have substantial interaction.
Thus, the results of this study indicate that the majority of patients sampled
endorsed significantly elevated levels of emotional distress. Moreover, compliance
with scheduled medical appointments was found to be a significant problem, with
over one-third of scheduled appointments missed and one in five patients dropping
out of the clinic before even seeing a physician. Patients most likely to drop out
before completing the clinic intake were males and patients with lower reported
levels of social support. No other demographic, psychosocial, or illness factors
differed between these groups. Though, the small sample size of clinic Non-attenders
makes it necessary to cautiously interpret these findings.
When clinic attendance was tracked for a one year period, demographic
groups who demonstrated the greatest recent increases in AIDS cases nationally were
found to have the lowest rate of compliance with appointments. Although no hard
and fast predictors of compliance can be assumed from this study, heterosexual
orientation and higher initial CD4 counts (and thus, healthier patients) accounted for
the greatest variance in patients’ noncompliance. IVDU and female gender also
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appeared to be important predictors, but warrant further investigation since they were
not consistently predictive of no-shows and total missed appointments. Due to
methodological limitations, no conclusions can be drawn about the relation between
anxiety, social support, the primary physician assigned to the patient, and compliance,
other than to say that it does not appear that initial assessment of these factors is
sufficient to predict year long compliance.
Several important implications can be drawn from these findings. First of all,
the pervasive, elevated levels of anxiety and depression found argue for the inclusion
of psychological intervention with this patient population. Although this service is
offered through the EIC, the present findings indicate that a brief psychological
screening and triage counseling services should be included as part of patients’ clinic
intake. Though this may not have any direct impact on clinic attendance, it would be
meeting the needs of this patient population and could have profound individual
effects if distressed patients received critical psychological services that they might
not otherwise.
Next, subgroups exhibiting the greatest noncompliance should be targeted for
further intervention. Special efforts should be made to emphasize the need for
regular medical attention among healthier individuals, heterosexuals, females, and
minorities. Additionally, individuals endorsing lower levels of social support should
be targeted for supportive intervention services. In fact, efforts should be made to
integrate all patients with appropriate social support services as early in the treatment
phase as possible. Providing information regarding these services at clinic intake
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may serve as a further incentive for patients to seek treatment. Additionally,
involvement in support groups may foster compliance through patient education and
emotional support.
Though these results represent an encouraging first attempt to understand
medical noncompliance among indigent patients with HIV, the results must be
viewed judiciously. Several factors potentially limit these findings. First of all, only
patients who agreed to participate in this study were included. Thus, the sample may
be biased. Since noncompliance rates exhibited by this sample are consistent with
those found in a preliminary investigation sampling from the entire EIC population
and are consistent with rates reported in another HIV outpatient clinic (Shelton et al.,
1993), confidence can be placed in the fact that the noncompliance rates found here
are not biased by the voluntary sample. Given the self-selected nature of the sample,
however, the higher levels of emotional distress found may represent a sampling bias,
with more distressed individuals more likely to have volunteered. Only if
psychological screenings are incorporated as a routine part of the initial assessment
could this limitation be controlled.
A second weakness of this study is the small sample size of Non-attenders.
More individuals who have dropped out after their initial visit are needed before any
firm distinctions can be drawn between clinic Attenders and Non-attenders.
Although the methodology of this study was appropriate to address whether or not
factors assessed at intake were significantly associated with appointment attendance,
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repeated assessment of patients’ anxiety and social support during the study period
may be necessary for any relations between these variables to emerge.
Finally, the demographic composition of this sample may limit the
generalizability of the results. However, since the make-up of this sample closely
approximates the demography of the current HIV/AIDS epidemic, these findings
may, in fact, offer an accurate reflection of this population.
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SUMMARY
In summary, HTV/AIDS is a devastating, chronic, terminal illness for which
there is no cure. The only way to significantly impact disease progression and
improve patients’ quality of life is through regular prophylactic intervention,
symptomatic treatment o f opportunistic infections, and minimization of risk factors
which also result in immunosuppression (e.g., substance abuse, viral re-infection,
concomitant viral infections, etc.). To a large extent, each of these depends on one’s
compliance with regularly scheduled medical visits. If one fails to receive regular
medical contact, prophylactic and curative treatments cannot be implemented.
Likewise, patients may miss out on valuable education regarding their self-care which
can impact their disease status. Therefore, attendance of regularly scheduled medical
appointments is essential in the care of those with HIV. Like many chronic illnesses,
however, patients with HTV are at risk for noncompliance (Chesney & Folkman,
1994). As many as 36% (Shelton, Marconi, Pounds, Scopetta, O’Sullivan, &
Szapocznik, 1993) of patients have been found to be noncompliant with their
outpatient medical care. However, little research has actually addressed this issue
and attempted to establish causal factors for noncompliance in this population. The
present study represents a first step in this effort.
The association between patients’ demographic, illness, and psychosocial
indices measured at clinic intake and medical noncompliance were examined. The
results suggest that noncompliance in this sample was associated with illness status
(CD4 counts), heterosexual orientation, African-American race, and gender (with
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females being more likely to remain in the clinic, but also more noncompliant with
scheduled appointments).

Additionally, lower levels of social support and male

gender were associated with patients who dropped out of the clinic system after their
initial visit, but social support was not significantly associated with subsequent
appointment compliance. Although emotional distress (anxiety and depressive
symptomology) and the primary physician were not related to compliance, this may
be attributable to methodological limitations of this study. Future research should
attempt to replicate these findings with other HIV-infected samples and correct for
the methodological limitations of the present study. It is only through such efforts
that we will be able to improve compliance in patients with HTV/AIDS and,
potentially, increase the quality and quantity of these individuals’ lives.
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LOUISIANA STATE UNIVERSITY MEDICAL CENTER IN NEW ORLEANS
CONSENT FORM
1. Study Title: The impact of stress , mood, and social support on HTV disease
status.
2. Performance Site: Early Intervention Clinic at Earl K. Long Medical Center,
Baton Rouge, Louisiana.
3. Names and Telephone Numbers of investigators:
For 23- hour access, please call
(504)358-1105
Phillip J. Brantley, Ph.D............... (504)358-1105
Glenn N. Jones.......................... (504)358-1429
Jennifer McClure........................ (504)358-1105
Sheryl Catz............................. (504)358-3927
4. Purpose of the Study: This is a research study designed to investigate how
stress, mood, social support, and general ways of coping impact the health status of
patients with HTV. Aside from participating in a brief psychological/medical history
and filling out questionnaires (e.g. on stress, HIV symptoms, mood, social support,
and coping) approximately every three to six months, research subjects will not be
treated any differently than other patients at the clinic. The laboratory analysis of
immune functioning is part of the medical assessment that all patients undergo
routinely.
5. Subject Inclusion Criteria: Individuals between the ages of 18 and 65 are
eligible to participate in the study. Participants must be HIV positive.
6. Subject Exclusion Criteria: Individuals will not be eligible to participate in the
study if they are unable to read or comprehend the nature of the questionnaires for
any reason (e.g., illiteracy).
7. Description of the Study: During a routine clinic appointment, when laboratory
analysis o f immune functioning has been scheduled, patients at the clinics will be
informed of the study by a attending nurse or physician. If a patient volunteers to
participate, he/she will sign the informed consent. A graduate student in clinical
psychology at Louisiana State University will conduct an interview to gather a brief
medical and psychological history. Subject then will complete questionnaires (e.g. on
stressful life events, social support, mood, coping, and HIV symptoms). Subjects
allow the experimenter access to their medical records to obtain laboratory reports
and other medical information (e.g., medication usage, onset of symptoms, number of
visits to the clinic). At or before regularly scheduled follow-up clinic
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appointments, participants will be reminded of the project and again asked to
complete the questionnaires.
S. Benefits to Subject: Subjects will receive $5.00 following each participation in
the study. Other potential benefits may include increased knowledge about HIV and
strategies to cope with the disease.
9. Risks to Subject: There are no known major physical, psychological, or social
risks associated with participation in this study. However, there may be unforeseen
risks associated with participation. Lesser risks can be explained if the subjects
desire this information. Subjects should not expect their medical conditions to
improve by participation in this study. If the subjects wish, the experimenter can
provide a referral for additional assistance.
10. Alternatives to Participation in the Study: Participation is voluntary. Subjects
who choose not to participate will attend their clinic as usual.
11. Subject Removal: There are no foreseeable circumstances under which eligible
subjects would be removed from the study against their wishes. Subjects who fail to
return for their regularly scheduled clinic appointments (e.g., for over a year) may be
removed from the study.
12. Subject’s Right to Refuse to Participate or Withdraw: Study subjects may
refuse to participate or withdraw from the study at any time without jeopardizing, in
any way, their medical treatment at this institution in the present or the future.
Should significant new findings develop during the course of the research which may
relate to the subject’s willingness to continue participation, That information will be
provided to the subject.
13. Subjects Right to Privacy: The results of the study may be published, released
to a funding agency or presented in a scholarly fashion (e.g., at a conference). The
privacy and confidentiality of subjects will be protected, and they will not be
identified in any way.
14. Release of information: The medical records related to the study are available
to the experimenter. By agreeing to participate in this research study and by signing
the consent form, the subject gives permission for his/her attending medical staff to
release relevant medical information(e.g., diagnoses, medications, rate of clinic
attendance) to the experimenter.
15. Financial Information:
A.
Participation in this study will not result in any extra charges above and
beyond those routinely incurred by patients with similar illnesses.
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B. The costs of the study related to unforeseen complications must be met by
subjects.
C. Subject payment: Subjects will be paid $5.00 for participation in the study.
16. Signatures: The study has been discussed with me and all my questions have
been answered. I understand that additional questions regarding the study should be
directed to investigators listed on page one of this consent form. I understand that if
I have questions about subjects rights, or other concerns, I can contact Dr. Perry G.
Rigby, Chancellor, at (504)568-4801. I agree with the terms above and acknowledge
I have been given a copy of the consent form.

Signature of Subject

Signature of Witness

Date

Date
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